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Introduction
The experience of dying and death has changed considerably over the last century (Age Concern, 2005) . People now reach older ages and the growing population of older people in England are also increasingly diverse in their cultural, religious and individual beliefs (DoH, 2008) . In addition, the majority of deaths for all age groups now happen in hospitals meaning that many people have little direct experience of the dying and death of relatives and friends (DoH, 2008; Han and Arnold, 2001; Help the Hospices, 2008; Higginson et al, 2003) . In addition, the causes of death have changed stemming from the fact that older people can suffer from a number of conditions at the same time. This makes it difficult to determine the main causes of their death because:
• They are most commonly affected by multiple medical problems;
• The cumulative effect of these may be greater than any individual disease;
• They are at greater risk of adverse drug reactions and of iatrogenic illness;
• Minor problems may have a greater cumulative psychological impact;
• Problems of acute illness may be superimposed on physical or mental impairment, economic hardship and social isolation (WHO, 2004) .
They may have chronic illnesses such as heart disease, cerebrovascular disease (including stroke), respiratory disease and cancer which makes it more complicated to support their needs and this has now become a difficult task for primary care providers (Auer, 2008) . This is why family carers (Carers hereafter) play such an integral role in End of Life (EOL) care (Yoo et al, 2008) . Indeed, recent research has indicated that during EOL care, carers' quality of life and satisfaction with patient care are integral to the ultimate success of the patient-carer/professional relationship (Fleming et al, 2006) . Therefore, how people die and experience the road to death is important for all concerned -the patient who is dying, the family carers and loved ones they leave behind, and the health and social care practitioners (Henry and Fenner, 2007) .
However, studies have found that carers often become over-burdened (Hudson et al, 2004; Pasacreta et al, 2000) which places them at risk of physical and mental health problems (Schultz et al, 1990; Steel and Fitch, 1996) . This is because Carers must not only address the needs of their loved ones but also deal with their own physical, psychological, and financial needs, which are often substantial and unmet (DoH, 2008; Payne et al, 1999; Yoo et al, 2008) . Therefore, the family's involvement in EOL care is important and has ramifications for the quality of care of the patient (Ha, 2004; Verhaeghe et al, 2005) . This has recently been acknowledged in the EOL care strategy (DoH, 2008) which recommended a care pathway approach both for commissioning services and delivery of integrated care. The care pathway points to the support for Carers, both during a person's illness and after their death. This indicated that patients and Carers could expect:
• The opportunity to discuss personal needs and preferences with professionals;
• Coordinated care and support, ensuring that needs are met, irrespective of who is delivering the service;
• Rapid specialist advice and clinical assessment regardless of location;
• High quality care and support during the last days of life;
• To be treated with dignity and respect both before and after death;
• Receive appropriate advice and support for carers at every stage (DoH, 2008: 17-18 ).
Yet it has been suggested that despite these 'overdue' legislative changes (Bailey, 2008) , people still suffer unnecessarily at the end of their lives. Carers and the bereaved still lack the support they need to manage the death of a loved one; and accessing services remains a lottery, dependant on both diagnosis and postcode (Help the Hospices, 2008) . This paper therefore serves to contextualise some of the current experiences of EOL care service provision in one London borough ('Borough' hereafter). Based on ethnographic methods with patients and Carers, the paper will focus on the tense and emotional social relations between patient, carer and professional. This is particularly important given that researchers have tended to focus more on EOL patients, with only a few consulting family members and surveying their experiences (Verhaeghe et al, 2005) .
Rationale and aims
The data for this paper originate from the findings of a NHS Primary Care Trust (PCT)-funded consultation in Borough. The patient and Carer consultation was commissioned to enable Borough's PCT to gain an understanding of the experiences and expectations of patients diagnosed with life-limiting diseases during the last year of life, and their Carers. Locally, the patient choice agenda was found to be a key motivating factor in service development to enable choice of type and place of care at the end of life. In addition, previous local research had indicated that much of the focus had been on the specialist care of cancer patients with less attention to patients with non-malignant diseases at the end of life, and those in generalist care.
The outcomes of the consultation were used to help identify key priorities for the future development and commissioning of enhanced EOL services within Borough's PCT. The consultation took place from January to April 2009.
Methodology
The project made use of ethnographic methods (open-ended qualitative interviews and observations) with 50 Borough residents: 30 were patients and 20 were carers.
The interviews examined the patient/Carer's knowledge of services, experiences of each service with which they had contact, the efficiency of those services and Interviews lasted between 30 minutes to an hour and a half. Interviews were transcribed verbatim for inductive analysis, so data were categorised thematically, with the key areas of investigation providing the overall framework for coding (Ritchie and Spencer, 2004) .
The sample of patients and carers
Of the 50 patients and Carers, 18 were men and 32 were women. Patients were aged between 40 and 90. Carers tended to be younger family members or partners.
A high proportion of the sample were white British (n=35); five were black African; four were Asian; two were Irish; two were mixed race; one was white European; and one was white American. Thirteen of the 32 patients suffered from non-cancerous conditions such as Chronic Obstructive Pulmonary Disease (COPD), heart failure, Parkinson's, dementia, strokes, heart disease and HIV and 19 suffered from cancerous conditions (see Figure 1 for demographic data). The sample was not representative as findings were to 'thematically' encompass experiences of EOL services in Borough.
Access
The PCT offered access to patients and Carers through existing patient/carer groups within Borough; palliative care nurses in local hospitals; Carer support services for patients; and local charities. Patients and Carers were firstly approached through service professionals and asked if they would consent to participate. If they agreed, their contact details were then passed to the researcher. The researcher made an effort to call within a few days and agree a convenient time and place for the interview. Some patients, having consented to participate, did not feel well enough in the days following consent. A careful balance was therefore made so as to avoid pressuring them to participate. Courtesy phone calls were made several days later to learn of their progress.
Limitations of the consultation
There were a number of limitations to the EOL consultation. They included the following:
o Commissioning the consultation close to Christmas and New Year meant that many agencies did not have the opportunity to promote the consultation. In addition, some agencies advised against approaching patients during this time of year;
o Despite some persistence, some agencies were difficult to contact and a number failed to return calls or emails. A few agencies/departments indicated that the project raised potential practical problems vis-à-vis the timeframe of the consultation and so declined to take part;
o A few patients, having consented to participate, died just before the interview;
o In some interviews, some patients or carers were reluctant to answer some questions. Therefore the transcripts did not represent all the required data as patients and Carers emotions and feelings needed to be considered;
o Equally, some patients and carers, having been in contact with a number of different workers from a number of different agencies were confused about 'who' they were seeing and therefore could not able to accurately feedback about individual agencies or departments. Some attempts, however, were made in interviews to disaggregate these areas;
o Some patients and Carers had relatively little experience of some services while others had extensive experience of a wide range of services.
Consequently, there were some areas of service provision on which patients and carers made little reflection.
Ethics
The consultation and its proposed methods were validated through Borough's Community Research Ethics Committee which considered the consultation to be audit/evaluation and not requiring formal ethical approval. Nonetheless the research was informed ethically by the British Sociological Association (BSA) (http://www.britsoc.co.uk/) guidelines which state that researchers are obliged to protect their participants from physical and mental harm or discomfort during psychological research. A consent form was devised to the satisfaction of Borough's PCT which all participants signed. Information obtained from research participants was confidential and was not disclosed to a third party. Participants were informed of the study's aims and how they would contribute to the research. All respondents were guaranteed anonymity.
The author was experienced in undertaking interviews under difficult and emotional circumstances having carried out ethnographic research in prisons, crack houses, drug services, with gangs and mentally ill adults in the community. In this way, the author's extensive experience of interviewing and observing different social groups in different and difficult contexts was of use. A sensitive and careful balance was taken when presenting the research to participants and when interviewing participants.
Both before and after the interview, the respective case worker or palliative care nurse were contacted. These professionals often followed up with patients and Carers to ensure participants had not been disturbed. Efforts were made to be as unobtrusive as possible for participants and in clinicians' daily duties and operations.
Validation of the findings
Throughout the project, regular contact was made with participants and empathy was displayed in an effort to reassure potential interviewees of the consultation's aims.
Participants were given the opportunity to engage in further conversations/interviews to ensure the data gathered were accurate, help shape the findings of the consultation and to comment on the draft final report or executive summary (if they could not manage to read the lengthy report). Three carers and five patients, having come to 'learn' about the system in some detail, offered help with reviewing the consultation report. A draft final report was also circulated to three professionals for their views and comments.
Findings
Findings are presented here in three parts. The first contextual section looks at patients' and carers' views of EOL services. This shows both the strong areas and the shortfalls of current service provision and, specifically, how macro processes of service delivery affected patient and carers' emotions and feelings. In Borough, it appeared that across the EOL sector, there had been an increasing reliance on agency workers, predominantly among carers and community nursing.
While the palliative care teams appeared to neutralise some bad experiences of these care provisions, there was little they could do for some patients and Carers who had already developed significantly negative views and this was reflected in their interactions with professionals.
Developing tense emotions in the course of care
Diagnosis of a terminal condition and the subsequent period is a highly sensitive time which, for most patients and Carers, involved their families caring and dealing with the anticipated demise of their loved one. Large family and friend support networks helped where they could and often advocated on their behalf, but not all patients were blessed with this. In these instances, some patients tended not to be aware of service provision or were tired of reporting their social and practical circumstances because the persistence involved in 'speaking up', 'filling in forms', and 'making phone calls' made for heavy demands on these patients. This was why they tended to either 'get on as best they could' or gave up after a few phone calls or if no one 'followed up on them'.
This emotionally-challenging period not only involved accepting one's own death or the demise of a loved one, but coming to terms with the 'time that was left', and depending on circumstances, the roles in which the family may or may not play in providing care. For some carers, however, the 'time that was left' was often lost in form filling, 'fighting' to qualify for help, and ensuring that care standards were adequate. Many carers, however, found it difficult to balance a 'care' role with the administration which came with it -form filling and phone calls. Patients who were supported by Carers often had difficulty accepting the quality of care which was provided -especially if it was substandard. This appeared to motivate them to be more involved with the care of their loved one. This dismissive treatment upset Carers and, at times, made it difficult for professionals to 'do their job', because on occasions Carers questioned the integrity and professionalism of various workers. This is a very grey area for EOL services and is made more complex by the high emotions running between family members and the pressured circumstances under which professionals operate. A few patients and Carers felt that being 'labelled' could not only affect the quality of care they received but could severely damage the relationship between family and professional. Indeed, a few Carers felt that they had to 'tread carefully' to avoid being put in this category. Monique, whose husband had passed away in November 2008, said that it was a difficult medium to negotiate -between highlighting that increased care was needed and complaining to the extent that nothing was gained:
You feel that you can't say too much in case you are perceived as someone who is creating too much fuss and they don't want to have anything to do with you. I know they tell you a lot of things but there needs to be openness.
When a few Carers received funding for home care, the interruption was constant and completely invaded their privacy. While on one hand, the burden of care had been eased, on the other, unpredictable appointment times, high frequency of calls, additional administrational duties and ensuring healthcare professionals acted in a 'satisfactory' way, sidelined the initial aim of additional care:
It is too much, you have no privacy, no control over what is happening and if you have control, you have to fight for what you want and this is the situation.
[Monique]
Reluctance to allow or the difficulty in adjusting to additional care could also result in family carers making large sacrifices to maintain support. Most gave up work, had a reduced social life, struggled to adjust to the lifestyle and greater emotional weight on Carers often wore them down: In a few cases, however, the right balance had been found and carers reflected on the benefits of withdrawing from such an intensive care role:
It is reassuring that I can live my life knowing that my dad is being cared for. While I want to be around him as much as possible, it is not always healthy…that's not to say I don't want to be with him but the carer and the responsibility they have takes a lot of that away from me" [Henry2].
More often than not, however, having made such sacrifices, irregularities or poor quality care became amplified which instigated increased anxiety and tension on behalf of the Carer, and could contribute to the motivation to assume (or resume) a primary care role which was somewhere between that of an advocate and campaigner. Grace outlined that: These experiences were not aided by the way in which some patients were treated on a social level. Some of the day-to-day interaction by some health professionals in and around some patients tended to suggest that that the patients were 'not all there'
-that is, they were incapable of interaction or communication. Although positive about the support she had got received from GPs, Monique was disappointed at the way in which one GP in particular had assumed that her husband 'had given up': Diagnosis and the subsequent period was found to be a highly sensitive time which for most involved families caring and dealing with the slow or possibly quick demise of their loved one. Early ambiguities in diagnosis tended to lead to strained relations with professionals -relations which tarnished their experience with other EOL care services. Professionals cannot always be superheroes and science, despite its technological advances, cannot always offer clarity. In the eyes of patients and Carers, this process was confused by the inclusion of a number of different health professionals which was, in turn, exacerbated by the high emotions among families.
These emotions did not disappear and often spilled over into other aspects of Carers'
lives.
Family and friend support networks helped, but not all were blessed with this available support network. Other patients and Carers were less articulate or had little patience to pursue advocacy and support. While these were often the most vulnerable patients, they were not necessarily the only ones who found it most difficult. Carers make heavy social and personal sacrifices and at the same time assumed intensive care roles which affected all areas of their lives (see Payne et al, 1999; Schultz et al, 1990; Steel and Fitch, 1996) . This paper shows that, despite some Carers receiving some support, Carers still become over-burdened (Hudson et al, 2004; Pasacreta et al, 2000) . In addition, the frustration of administrative duties involved in dealing with care also lead to an amplification of negative feelings which were, more often than not, unleashed on professionals.
This thereby unwittingly heightened emotions on the part of the Carer which were also often disturbed further when they observed poor quality service provision or saw that the day-to-day social interactions on behalf of professionals was patronising and condescending. This did not add up to showing respect and dignity which would have ultimately gone some way to help Carers feel less awkward and avoid tense and frustrated feelings. While the family's involvement in EOL care is important as it has ramifications for the quality of care of the patient (Ha, 2004; Verhaeghe et al, 2005) , this paper shows that these experiences unintentionally deviated Carers away from the intended focus on their loved one.
Managing social relations between patients and carers, and professionals while maintaining mutual respect and dignity is necessarily complex. Regular and consistent communication by one representative or department can be just as appropriate and may go some way to alleviating doubts and maintaining trust. If trust is lost, it is unlikely to be regained. To enhance the relationship and improve interactions between frontline professionals and patients and carers, workers need to be more perceptive about the different contexts and life circumstances of patients and their Carers. This will involve them in communicating more sensitively and empathically with patients and Carers. Each person's experience of care is unique and valid (Bailey, 2008) and all the more important because it is their last.
